D iscrimination in the health care system against HIV-infected people has been observed since the epidemic was recognized. [1] [2] [3] [4] [5] [6] [7] [8] Some discriminatory acts are overt, such as refusing to provide treatment 6, 8 or making derogatory statements. [9] [10] [11] Other forms are more subtle, such as providing less emotional support or less thorough care than usual. 1, 12, 13 Studies show that doctors and other clinicians sometimes harbor prejudiced beliefs that could lead to discrimination, 7, [14] [15] [16] [17] [18] [19] [20] [21] [22] [23] and other studies document patient reports that clinicians have discriminated against them. 5, 8, [24] [25] [26] [27] [28] It is illegal for clinicians, clinics, and hospitals to discriminate on the basis of HIV status. 28, 29 Discrimination against HIV-infected people may be more complex than against people with other diseases. HIV predominantly affects groups who are stigmatized in the absence of infection (e.g., gay men, injection drug users (IDU)), 8, 15, 16, [30] [31] [32] [33] and it disproportionately affects African Americans and Latinos, 34, 35 who experience racial/ethnic discrimination independent of HIV. [36] [37] [38] [39] Therefore, HIV-infected people may experience discrimination because of their infection, another characteristic, or both. Discrimination based on race/ethnicity, gender, and socioeconomic status has been reported in health care 36, [40] [41] [42] [43] [44] and can affect patients' health. For example, patients who report experiencing racial/ethnic discrimination have worse health outcomes. 38, 43, 44 Fear of discrimination keeps some HIV-infected patients from disclosing their infection to clinicians, 45, 46 which could compromise receipt of appropriate care. Feeling that one's clinician has negative attitudes toward one's group or experiencing overt discrimination may have an adverse effect on psychological health. [47] [48] [49] [50] [51] Such effects depend on patients' perceptions of discrimination, and not necessarily on clinicians' objective behavior, indicating the importance of gaining a better understanding of discrimination from the perspective of HIV-infected individuals. We sought to determine how many HIV-infected people felt that they experienced discrimination in seeking health care. We examined the prevalence and characteristics of people who report perceived discrimination and the types of providers these individuals believe discriminated against them. We also assessed whether perceived discrimination is related to self-reported access to care, quality ratings of medical and hospital care, and trust in doctors or clinics. We addressed these issues with data from a nationally representative sample of HIV-infected adults receiving health care.
METHODS

Study Design
The HIV Cost and Services Utilization Study (HCSUS) used multistage national probability sampling to select a random sample of adults with known HIV infection and a health care visit at a nonmilitary, -prison, or -emergency facility during a 2-month population-definition period in early 1996. 52 This article covers data from wave 2 (December 1996 to July 1997); some independent variables come from wave 1 (January 1996 to April 1997). Wave 1 included 2,864 full interviews; the coverage rate (the population directly represented divided by the population that would have been represented with complete participation) was 68% for full interviews. Wave 2 included 2,466 respondents (86% of the original cohort). Between waves, 238 people died and 359 were not located or were unwilling to participate. RAND's Institutional Review Board and local boards approved the study.
Perceived Discrimination
The main outcome measures were 4 yes/no questions each beginning with, ''Since you have had HIV, has any health care provider . . . '' followed by, ''been uncomfortable with you?,'' ''treated you as an inferior?,'' ''preferred to avoid you?,'' and ''refused you service?'' They were derived from previous studies. 56, 57 These items refer to experiences that could lead patients to perceive forms of discrimination ranging from a demonstration of mildly prejudiced attitudes to blatant mistreatment. 58 For most analyses, we use a variable indicating whether the respondent reported at least 1 of the 4 experiences. We repeat some analyses with just the variable ''refusal of care'' because it is typically the most overt of the 4. For the 23 respondents who were missing answers to some of these items (no respondent skipped all 4 items), we coded missing answers as ''no.'' A sensitivity analysis showed that this approach did not have a substantial effect on the findings.
Respondents who answered yes to any question were asked, ''Which of these providers has been uncomfortable with you? Treated you as an inferior? Preferred to avoid you? Refused you service?'' and respondents were asked to reply yes or no for each of the following health care providers: a medical doctor or physician, a dentist, a nurse or other clinical staff, hospital staff, and case manager or social worker. If a respondent did not answer yes to any of the options, the response was coded as ''someone else.''
Additional Outcomes
We used a 6-item access to care measure (a =0.74) derived from the HIV Outcomes Study and covering affordability, availability, convenience, and specialist accessibility. 59, 60 We converted a 5-point Likert scale (''strongly agree'' to ''strongly disagree'') to a 0 to 100 scale (0, 25, 50, 75, 100). The mean of the 6 items provided a continuous measure.
We measured perceived quality of medical care with, ''Overall, how would you rate the quality of the medical care you received in the past 6 months?'' Respondents hospitalized overnight during the past 6 months were asked about perceived quality of hospital care: ''Overall, how would you rate the care you received at the hospital?'' Answer options for both questions were ''poor,'' ''fair,'' ''good,'' ''very good,'' or ''excellent.'' Both categorical variables were adapted from prior studies. 61, 62 An adapted 2-item scale measured trust (a =0.87) 63 : ''How much do you trust your doctor or clinic to offer you high quality medical care?'' and ''How much do you trust your doctor or clinic to put your health above all other concerns?'' This continuous measure was the mean of the 2 items after responses (''not at all,'' ''a little,'' ''somewhat,'' ''mostly'') were converted to 0 to 100, similar to the conversion for access.
Independent Variables
Independent variables were chosen based on prior research and clinical reasoning. They included the following: (wave 1) gender, age, race/ethnicity, region of the country, MSA size, exposure/risk group, education, annual household income, date of first HIV-positive test, (wave 2) health insurance, and CD4 count. Baseline provider characteristics included HIV practice size, facility type, and facility teaching status. Exposure/risk groups are ordered and mutually exclusive; respondents who fit more than 1 category appear in the category that comes first: men who had sex with men and were IDU (MM/IDU), MM, IDU, heterosexual, other.
Participants reported lowest ever CD4 count (if they did not know their exact count, we asked whether it was 4500, 200 to 499, 50 to 199, or o50/mm 3 ). High agreement levels have been found between self-report and medical record CD4 counts in hospitalized patients. 64 We inputed missing values (o5% for any variable) for independent variables (except insurance) using a standard ''hotdeck'' strategy. 65, 66 Twenty-one respondents missing ''insurance'' were omitted from relevant analyses.
Analysis
We examined bivariate relationships between each independent variable and all multivariate model outcomes. We included in Table 1 and in the models only variables that were significant at Po.20 for at least 1 outcome so that all models contain the same variables. Independent variables in Table 2 were used for additional regressions not shown in the tables but reported in the results. We constructed analytic weights to adjust the sample to represent the reference population surviving until wave 2 (i.e., weights adjusted for sampling and attrition but not mortality). To adjust standard errors and statistical tests for differential weighting and complex sample design, we used linearization methods
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(SUDAAN, Research Triangle Park, NC, USA; Stata, College Station, TX, USA). 66, 67 We report unadjusted weighted proportions of dichotomous outcomes (e.g., discrimination) by independent variables (e.g., age) with w 2 tests of association. We report adjusted odds ratios from multivariate logistic regression models that incorporate the weights. For the additional outcome measures, we fit linear regression models for the 2 continuous variables, and ordinal logistic regression models for the 2 categorical variables.
RESULTS
Sample Characteristics
Characteristics include male (77%), African American (33%), Latino (15%), other (3%), white (49%); completed high school (75%); 18 to 34 years old (34%), 35 to 49 years old (55%), 50 years, or over (11%) ( Table 1) .
Perceptions of Discrimination
Twenty-six percent of U.S. adults receiving care for HIV reported at least 1 of 4 types of perceived discrimination in clinical settings after becoming infected with HIV. Specifically, they reported that a health care provider had been uncomfortable with them (20%), treated them as an inferior (17%), preferred to avoid them (18%), or refused them service (8%).
Some groups were more likely than others to report perceived discrimination. For example, white respondents (32%) were more likely than others (27%) and Latinos (21%) and nearly twice as likely as African Americans (17%) to report discrimination (Po.001) ( Table 2) . Respondents who had completed high school (27%) were more likely than those k MM/IDU, men who had sex with men and were injection drug users; MM, men who had sex with men; IDU, injection drug users. The list is hierarchical, so a respondent who fits in more than one category is placed in the highest of those categories. z Participants were asked to report their lowest ever CD4 count; if they did not know their exact count, they were asked whether their lowest count was 4500, 200 to 499, 50 to 199, or o50/mm 3 . # Date of first HIV1test is a continuous variable and is entered as a continuous variable in the regression; it is presented as a categorical variable for the bivariate analysis for ease of interpretation. OR, odds ratio; CI, confidence interval. who had not (19%) (Po.001) to report discrimination. Those who had their first HIV-positive test longer ago were also more likely to report discrimination (Po.001). In addition, there was significant variation by type of insurance, HIV-exposure/risk group, and CD4 count. In a multivariate logistic regression, race/ethnicity, education, insurance, and date of first HIVpositive test remained significant predictors. When the outcome variable was the measure of refused care, the pattern of relationships was the same, except that education was not significant (data not shown).
Types of Health Care Providers
When people reporting discrimination were asked which providers had discriminated against them, they identified physicians (54%), dentists (32%), nurses or other clinical staff (39%), hospital staff (31%), case managers or social workers (8%), and someone else (2%).
Access, Ratings of Care, and Trust
Reported access to care, quality ratings of medical care and hospital care, and trust in doctors or clinics were lower for people who reported perceived discrimination (Table 3 ). In multivariate analyses controlling for respondent characteristics, discrimination remained significantly associated with each of these health care measures (Po.001) (data not shown). Refused care was significant in all bi-and multivariate analyses when substituted for discrimination.
DISCUSSION
In a nationally representative sample of HIV-infected adults receiving health care, 26% perceived at least 1 of 4 types of discrimination by a health care provider since becoming infected. Over half of those who reported discrimination attributed it to physicians, about two-fifths to nurses and other clinical staff, nearly one-third each to dentists and hospital staff, and less than 1 in 10 to case managers and social workers. Our study did not include people who received no health care, received it only in emergency wards, or did not disclose their infection to their current clinicians. Because past discrimination could be a reason people forgo care or do not disclose, our study may underestimate the prevalence of perceived discrimination among HIV-infected people.
Our discrimination data were collected as more effective treatments were becoming available, and most of the HCSUS sample was cared for by experts in HIV care who were generalists (45%) or infectious disease specialists (46%). 68 However, the perceived discrimination may reflect experiences with clinicians seen years earlier, so it does not necessarily reflect care received around the time of data collection. Moreover, clinicians' reactions to HIV-infected people could have changed since data collection. Nevertheless, despite their age, these data come from the only nationally representative study of HIVinfected people in care, and indeed, one of the only nationally representative datasets covering discrimination related to any disease.
In bi-and multivariate analyses, education, race/ethnicity, insurance, and time of first HIV-positive testing were all significant predictors of reports of perceived discrimination. People with higher educational attainment were more likely to report discrimination, possibly because of a greater awareness of discrimination and how it manifests in daily life.
Among racial/ethnic groups, fewer African Americans and Latinos than whites reported perceived discrimination. This finding may seem counterintuitive, although a dental care study of HIV-infected people found a similar result. 27 There are several possible explanations. Some groups may underreport discrimination. Members of groups that frequently experience discrimination may minimize their perceptions to preserve their self-esteem and sense of control over their lives. Or, they may find it upsetting to acknowledge the experience, or entertain the possibility that poor treatment was deserved. 36, 69, 70 Some may mistakenly attribute discrimination to other characteristics (e.g., race/ethnicity, sexual orientation) rather than HIV. Even people who acknowledge that their group faces discrimination may report little personal discrimination. 71 It may be so prevalent for some that they take it for granted. For example, African Americans and Latinos may typically experience worse care 38, [72] [73] [74] [75] [76] and thus be unaware that better care exists. By contrast, some white gay men, especially those who did not disclose their orientation to clinicians prior to HIV diagnosis, may have previously received nondiscriminatory care, making changes after infection more apparent. In bivariate analyses, men who have sex with men (regardless of injection drug use) were more likely than other exposure/risk groups to report discrimination. Of course, there may simply be less health discrimination against African Americans and Latinos than against other groups with HIV. Clinicians might feel more hostility to people who are generally similar to themselves except for characteristics that they view negatively, such as being gay or having HIV. This phenomenon is called the ''black sheep'' effect. 77, 78 To maintain a belief in justice, people may blame other people, especially those with attributes similar to themselves, 69 for the negative life events these other people experience. 79 Although we do not know the characteristics of clinicians who were perceived to discriminate, some white clinicians may have a Note: Perceived discrimination includes a report of at least 1 of 4 types of perceived discrimination asked about in the survey. Ã Answers cover a 0 to 100 scale.
stronger negative reaction to treating HIV-infected patients who are racially/ethnically similar to themselves-and often gay-than patients who are racially/ethnically dissimilar. Alternatively, African Americans and Latinos may go to facilities with less discrimination. Clinicians who work in clinics predominantly serving low-income African Americans may, through self-selection or socialization, be less likely to discriminate against HIV-infected people than clinicians working in hospitals with predominantly white or affluent patients. An analogous finding was reported in a study that showed that African Americans and people from poor neighborhoods tend to go to higher-quality health care institutions (i.e., urban teaching hospitals) than whites and people from nonpoor neighborhoods; consequently, although they receive worse care than others within an individual institution, as a group, they receive the same overall quality. 80 Perceived discrimination was less prevalent for people diagnosed more recently. We do not know whether this finding is because of a shorter opportunity to experience discrimination, a change in the type of patients receiving care, or a shift in how clinicians react to HIV. Although it is encouraging that more recent cohorts may be experiencing less discrimination, it is also notable that even among people most recently diagnosed, 20% reported discrimination since of contracting HIV, raising concern that the health care system may have been making insufficient progress in improving clinician attitudes, reducing discrimination, and helping patients feel comfortable. Studies from the early 1990s and before showed that clinicians had HIV knowledge deficits and prejudiced attitudes toward treating HIV-infected patients.
14-17,21-23,81,82 There has been little subsequent research on this subject, leaving us without evidence as to whether clinicians' knowledge and attitudes have changed.
Perceived discrimination was associated with lower perceived access to care, quality ratings of medical and hospital care, and trust in doctors or clinics. Any individual predisposition to perceive (or not to perceive) discrimination might influence perceptions of care. Also, our care measures cover recent time periods; someone who experienced past discrimination might now receive unbiased care. Nonetheless, these findings suggest a need for more research addressing the relationship between discrimination and the care that people receive.
Some examples of reported discrimination could arise from misperception. A patient may assume that an abrupt physician is prejudiced when he/she is actually abrupt with everyone. Similarly, a physician who refers patients to physicians with greater HIV expertise could be perceived as refusing care. Regardless of whether perceived discrimination indicates real bias, the perception of bias is important and can have consequences that interfere with health and health-promoting behavior. Besides causing stress, perceived discrimination can undermine confidence in clinicians-patients lose out on the positive health influences of a good doctor-patient relationship. 83 Patients who perceive discrimination may be discouraged from seeking care, adhering to treatment regimens, or returning for follow-up. 84, 85 Moreover, clinicians work in a service profession, so they should provide an environment that is in fact caring, welcoming, and supportive-and that is perceived to be. Although we are unable to validate whether discrimination occurred, refusal of service is less likely to be misperceived. It is especially concerning when refusal is reported by a group for whom the legal system has often had to intervene to assure access to care. 6, 86, 87 Refused services might be ones not covered by a health plan or not indicated, but given the context in which the question was asked, respondents likely perceived services to have been refused inappropriately-and perceptions may very well have been accurate. Legal cases and anecdotal reports indicate that refusals are a part of the HIV experience. 6, 86 Without comparison data, we cannot determine whether people without HIV infection experience similar levels of perceived discrimination.
Interventions may reduce discrimination. 81 Educational programs and modeling of nondiscriminatory behavior can teach clinicians and students to provide unbiased care. [88] [89] [90] It may be easier to reduce discriminatory behavior than prejudiced attitudes 77 and to reduce overt acts, such as refusing to provide care, than to change subtle behaviors, such as those that convey discomfort with HIV-infected patients. Research is needed to improve our understanding of how clinicians' behaviors can negatively affect patients' experiences, and effective strategies must be developed to reduce actual and perceived discrimination in health care.
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